T his issue of the Journal of Palliative Care marks an important evolution: the growth of palliative care beyond the limits of hospice, home care, and general inpatient care to the intensive care unit (ICU). These papers focus on the care of patients at the end of life, but who are still cared for in the ICU. As the initial paper indicates, hospitals are the major location of dying, and a substantial minority die in ICUs, giving empirical weight to the conclusion that palliative care and ICU care ought not remain worlds apart.
Most of the papers presented here deal with decision making, strongly urging better communication between health care professionals, families, and patients. The literature review of Masri and colleagues, focusing on end-of-life decision making for children, illuminates correlates of decisions to forgo treatment, including premorbid cognitive and functional status, current suffering, and perceived quality of life. Keenan and colleagues report that the vast majority of bereaved families believed that the process of forgoing treatment was compassionate and dignified. The paper of Heyland, Tranrner, and Feldman-Stewart takes the discussion of decision making beyond the oft-repeated call for better communication to development of an organizing framework for such decisions. Establishing that patients differ in the amount of information they desire and decisional role they wish to play, this study will be the basis for future research to deepen understanding of these complex decisions.
As is so often the case in the field of palliative care, this discussion is enriched by the perspectives of those who stand outside the medical profession. Bowman brings the perspective of a social worker and mediator to the problem of unrealistic expectations and family requests for medically inappropriate care. His analysis reveals that such conflicts may reflect a huge subtext of family history, values, and fears. His advice to begin by asking families the meaning • S7 of the illness for them seems a hopeful way to prevent some of these conflicts.
The Canadian Critical Care Society (CCCS) weighs in with its position paper on forgoing treatment. Its advice on approaching these difficult decisions should be heeded. The CCCS paper distinguishes itself from many other similar position papers by attention to spiritual issues, a world often previously ignored.
Finally, Hawryluck and Harvey's paper deals with a vexing ethical issue, the circumstances under which it is acceptable to hasten death in an attempt to relieve pain and suffering. This is just one of the many ethical issues presented by the care of patients dying in critical care units. Other questions will also need addressing as ICUs pay increased attention to palliative care. For example, is it acceptable to medicate a patient for the family's benefit, even if the patient's neurological condition precludes the possibility of sensing pain or discomfort? What is a "good death" in a setting oriented to rescue medicine?
As important as they are in establishing an empirical basis for end-of-life decision making, these studies also reveal the challenges. Of the families contacted in Keenan's study, 50% declined to participate. In Heyland's study examining the process of decision making, 33% of patients declined, and physicians for 20% of patients refused to allow the patients to be interviewed. Not only do these refusals limit the applicability of these findings, but it belies a lingering inability or unwillingness to talk about these difficult issues.
The collective strength of these papers is to give voice to critical care clinicians' commitment to integrating palliative care into the world of the ICU. We must care for those dying in the ICU with the same expertise, attention to detail, and science that we use in rescuing other critically ill patients from their illnesses. To do so, we will not only have to learn how to make such decisions, but we will also have to develop new Forgoing Treatm.ent, Maintaining Care GUEST • EDITORIAL clinical expertise so we can proceed confidently once such a decision is made. The process of forgoing life sustaining treatment ought not to be governed by intuition or tradition, but by evidence -evidence that is sorely lacking. This deficit in ICU medicine must be addressed. We need clinical studies to answer such questions as: what is the best way to remove a ventilator from a dying patient? Is it better to stop all interventions at once or should it be done sequentially? How should dyspnea and other common symptoms be assessed in the ICU population?
Drs. Rocker, Shemie, and Lacroix are to be congratulated on bringing together this collection of papers, firmly establishing that neither death nor palliation can be ignored in the ICU. The advice in these papers should be heeded. It is an important first step.
